When the date for this day-and-a-half conference was fixed fifteen months earlier, the steering committee could not have foreseen that, on the very morning of the 10th, the Rt Hon Joe Ashton would be introducing to the Commons his Bill on doctor-assisted dying and in the afternoon the Lord Chancellor's Department would be issuing Who Decides? Making Decisions on Behalf of Mentally Incapacitated Adults. This consultation document includes proposals to confirm the legal status of advance directives, which commonly cover refusal of treatment, and to extend the power of attorney into this sphere.
The conference at the RSM was not 'about' euthanasia in the narrow sense in which it is often used today. Most of the discussion centred on ways of making life better for those for whom death is in any case rapidly approaching. However, the topic of hastening that moment inevitably kept reappearing.
The tone was set by the extempore discussion centred on a series of hypothetical case histories from Dr Richard Nicholson, editor of The Bulletin of Medical Ethics. He had concocted a searing family saga to tax the minds of a panel of ten including doctors, nurses, a health care manager, a QC and a chief constable. The story began with a retired miner with respiratory and heart problems, metastatic prostate cancer and a firmly expressed desire to bid goodbye to life without further delay. It progressed via his two grandsons and a disastrous car smash (one young man ending up in persistent vegetative syndrome [PVS] and the other quadriplegic). It moved on to their sister and her multiply deformed newborn baby, before homing in on their long-suffering mother who subsides into Altzheimer's and finally develops acute stomach problems which her general practitioner knows she would not have wished to have treated.
By the time every problem, from the alleviation of the old miner's constipation and urinary incontinence to the daughter's battle with her mother's nursing home, had been aired, most of the major moral and practical dilemmas that hover round the beds of the incurably sick had been raised too. There was the syringe-driver of diamorphine that mysteriously emptied itself much sooner than it should have done. There were the antidepressant tablets left where the paralysed ex-League footballer could reach them with his mouth. There was the endemic shortage of intensive-large beds and the competing claims of different patients. There was the disagreement between hospital and family on whether the PVS patient should have a gastrostomy tube. There was the theoretically treatable meningeal infection in the very damaged neonate. There were the arguments, the strong feelings, the covert disaccord between hospital staff members, the flourishing of advance directives, the recourse to court orders.
Most of the panel spoke of the importance of discovering the views of both individual patients and their relatives. Encouragement to talk through what treatments they do and do not want can be of palliative value in itself. The presence of Chief Constable Paul Whitehouse of the Sussex Constabulary added a robust note. Two of the doctors appeared nervous of the legal consequences of either failing to treat or of treating in a way likely to hasten death; the chief constable stated unequivocally that he would not regard it as his business to investigate unless he received strong evidence from a family member that a quick end was not what the deceased had wanted: 'I don't see the public interest.' This was endorsed by Dr Michael Powers QC who, when asked to imagine himself in the employ of the Crown Prosecution Service, said that he would probably advise no action or only 'unhappily' instigate a prosecution for aiding and abetting suicide. Dr Powers also made the more controversial point that when a patient's wish to refuse life-prolonging treatment has previously been clearly stated, for a doctor to persist in treatment may in itself constitute medical negligence.
In the first presentation on the second day Dr Bobbie Farsides, a lecturer in medical ethics from King's College, offered the important insight that, in order to be free to decide one's own fate, one has to prepare by knowledge and thus 'to have a stake in the moral life of the community.' She was followed by Dr Margaret Branthwaite, like Dr Powers a doctor/barrister, who tackled the subject of the 'double-effect'-a term currently employed with an insouciance that cloaks an ill-thought-out concept. The Law, she pointed out, is not a monolith but is 'only other human beings'; it evolves in response to changing public pressures. Recently, it has become accepted in Law that a doctor may medicate a patient to relieve his suffering even if that medication may have the additional effect of shortening life. But the Law is actually far from clear, since the key concept of intention is in itself subjective and open to debate. Escalating doses of opioid for some sick patients will almost certainly lead to bronchial pneumonia, yet this is held to be legal, as if doctors were H-0 not supposed to foresee too clearly the consequences of their acts. Mere benevolence of intention is not the touchstone. There is also, she pointed out, a distinction between the cause of death in fact and in Law, between the proximate and the ultimate cause. Tony Bland, the PVS Hillsborough victim, died in Law because permission was eventually given for intravenous feeding to be withdrawn, but more realistically the reason for his death was the massive injury sustained five years before.
Dr Julia Addington-Hall, of St Christopher's Hospice, followed with an instructive paper on the experiences of dying; of necessity, she said, most studies of this theme are retrospective and reliant on the views of others. The American SUPPORT study (1996) (1997) , based on eight principal causes of death, found that in over 40% of cases the dying had suffered from their pain; unmanaged breathlessness was also a big problem. Thirty years after the hospice movement began, it seems that respiratory problems are in general less well-handled than pain, and that the most distress arises from loss of bowel or bladder control. Under half of the dying are estimated to have a good quality of life; only 3% specifically ask for euthanasia but 30% express a wish to 'die sooner'.
In the later morning came two outstanding contributions. Ms Janet Buchan of Cancer Research, spoke of the problems underlying various worthy aims: 'patient selfdetermination' can be compromised by a patient resisting information and then requesting a treatment that is inappropriate or actually harmful. But 'appropriate treatment' also begs questions: what level of life-sustaining technology is appropriate and, with resources limited, who is to get what? Doctors often seem to clutch at straws; nurses are frequently anxious, and critical of established procedures; there is a need to find mechanisms to discuss and contain emotions.
Dr Fiona Randall, of the Macmillan Unit, Christchurch Hospital, remarked that decisions about care that have a high moral content are in practice taken every day on a pragmatic level. She is wary of 'counselling' it usually means trying to talk the patient or the relative round. When a patient wants to go home but the relatives are opposed, how is the 'best interests' conflict resolved? The utilitarian argument that more good will be done for longer by pleasing the surviving relative is crass, but 'doctors are rather gutless and tend to give in to relatives'. Some of these make overoptimistic or occasionally threatening demands. Inexperienced and overworked doctors medicate by rote without weighing the consequences. Dr Randall felt that sometimes 'informed consent' is a charade, because the patient has not been given enough information on what life will be like with or without the suggested treatment. Some patients do not want information; she tries to offer them the choice of being knowledgeably involved or not, but some want it both ways. We need, she believes, to find a way of sharing legal as well as moral decision-making.
In the afternoon Dr Tim Helme, consultant geriatrician, said that in his experience the risk of passive neglect-lack of sensible treatment is a greater risk for the old than euthanasia; it is more open to abuse and is in itself 'a slippery slope'. Grasping by the horns the moral problem posed by the senile dementing, he said that here different prima facie principles come into conflict-pro-life, prochoice and pro-mercy. In practice, a compromise is reached-should we be more open about this? He approves of the outcome of the Bland case but believes that the legal opinion expressed then, that in an unaware patient 'best interests' are irrelevant, is flawed. Reputation outlives life: the memory of what the person had once been should not be degraded. Like some of the other speakers, he was uncomfortable with the doctrine of double effect: 'If we know death will probably follow, it is hardly relevant that we didn't intend it.' Anyway, he said, in real life intent often goes unexamined. He criticized 'phoney insistence on the relief of suffering' and said we should recognize that palliative care is not always adequate. More patients would be happier, he declared, if they felt they could have euthanasia, and recommended not a 'right to die' but the liberty to request it. Perhaps we should take euthanasia out of ordinary medical practice and create a legal framework for its request?
In the general discussion that followed, Dr Helme's proposal was examined further: he said that a right to request euthanasia, far from damaging the therapeutic contract, would improve it, and sufferers would be less likely to kill themselves prematurely while they were still physically capable of doing so. A request would also result in a case review and thus sometimes in better care. The vexed question as to whether a patient's own doctor should end life was raised. Dr Randall suggested, 'Perhaps the euthanasia-assistants shouldn't be doctors at all? They could be two lawyers (to keep an eye on each other) and a technician.'
There were references to the dying having many different needs-emotional and spiritual as well as physical.
The hospice movement evolved from listening to patients; however, organized palliative care reaches only 10% of the dying. What about the rest of us? Paradoxically, euthanasia is more often requested by those in hospice care.
